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Angel Flight Helps Family with Eye Disease

of Hollywood, Fla,
from a genetic eye

arin 2,
suffers

disorder lknown as X-linked Juwenile

l

Deckers can'tix 'bec-bee' in brothers' eyes

Eetinoschiziz (R3) that causes poor
evesight and degeneration of the retina.

The disease affects only males and
iz carried in the gene of the mother,
who remans unaffected.

A native of Colombia, Matio took
an Angel Flight to the MNational Ewye
Institute in Jatwary for an evaluation,
calling the trip “a great expenence.
The pilots were wonderfil ™

Other men m Mano's famuly
suffer from BES as well, and have taleen
charitable flights to NIH for testing,

U and has had positive results in |

icluding his  coustns, Ricardo and
Williamn of New Vorle and a cousin,
Melson, from Chicago, who 1z legally
hlind. Two young nephews, Daniel 5,
and Andrew, 2, traveled by car with

‘W their parents.

mymptoms
differently. One of Mano’s cousms

iy can't see directly in front of himself

Another wiews a person as a
puzzle Still  another, whoase

atirmal testing, i
Darnel and Andrew’s  mom
Maria C., says her children will |
return to NIH when they call to [

of RZ present deteriorate.

Kung-Fu {cautiously), hut other
activities such as  hasehall are
prohibited because of the danger of
retinal detachument.

The hoys’ uncle, Mario, says that as

he gets older, his wision wall further
“I'm not getting worse.

I'm not gething better. [ bive a normal

life. T drrve.

It's hard for me to read

say “we have a cure.”

Once treatment for humans
becomes available, the boys will
participate i a chnical thal  “They'll
be the first ones to use the medicme,”
Ilaria said.

But for now, life remains
challenging.  “Daniel told te the
doctors “can’t fix the hoo-bhoo in owr
eyes.”™

Daniel plays szoccer and takes

Ricarde and William with halbrether Darie (L 4 R) share
a geod fime ¢n Hew Year's Eve. Since his mother is net a
carrier of RS, Daric's vision is normal.

for long—1I use amagnifiring glass”

Mario 15 the manager of a
McDonalds in Hollywood, He and his
wife Mana Elena hawve two daughters,
Matale, 16, and Caroline, 12.

“The httle one has been carrying
thiz 1dea of hecoming an eye doctor for
Fears now.”
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Serving Rare Disease
Community Is Priority

I atn extretnely
pleased  that

Angel Flight can
Serve  patients
and farmlies with
rare  diseases.
Mot only do I
serve  as  the
chairman of An-
gel Flight America, I also am on the
bhoard of directors of the MNational
Organization of Rare Disorders
(MOED).

I know the mnportance of serving
the rare disease community. Every-
body needs to understand that chari-
table or charitably-assisted patent
transportation 15 avalable to  all
within the lunits of awvailable re-

Ed Boyer

SOUTCES.

Ed Boyer is the CRO and president
af Amgel Flight of Viegimia, and a
retired DHAS-OF employee.

INTH Missions January 2004
to March 2006
Missions 151
Passengers 282
Patients o0
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Cystinosis No Hindrance to 3-Year-Old

ooking at vivacious, cutly-hared Channing, vou would never know the
three-vear-old suffers from a rare metabolic disorder called cystnosis
that i tost patients causes renal falure, poor evesight, and retarded growth,

She takes tap, guitar, hallet, eats constantly, and loves spicy-hot food.

Channing’s exceptional rates of growth and development caught the atten-
tion of Dr. William Gahl, clinical director of the
National Humnan Genome Research Institute and
an expert in cystinosis at NIH He requested that
Channing come to NIH for evaluation. Marita
Eddy, transpottation coordinator for Angel Flight
i Bethesda, arranged for Channing and Lanna,
her motn, to fly from Gaineswille, Fla, on Mov,
14, for five days of testing at NHGRI. Eddy said
the little girl 1z “quite the performer.”

Dragnosed at 10 months with the disease,
which 15 cavused by the accutnulation of the am-
o acid cystine i various organs of the hody,
Chanmng takes Cystagon every stz hours.

Cystagon effectively dissolves the crystals
that can form in the kdneys, eves, patcreas, and Channing is 'quite the performer’
hran. Lanna says diligence 15 crtical m administering the medicine. With-
out treatrnent, most children experience end-stage renal fathure and must re-
cetve a transplant. Many require a feeding tube (the dizease uzed to be called
“renal dwarfism” because the affected children faded to grow and thnve).
Eighty percent of these children wall have it throughout their entire lives,
Lanna says. Cne doctor wanted to put Channing on a feeding tube, but Lanna
resisted. “Let’s try the meds first” she said.

Agaresult of taking Cystagon consistently as prescribed, Channing has
exceeded all expectations for a chuld with cystinosis. “Dr. Gahl couldn’t be-
lieve she was 90 percent on the growth chart Mostlads aren’t even in the
five percent category.”™ Lanna says Dr. Gahl will be following Channing’s
progress throughout her whole 1ife.

“Cystinosis 15 not easy, especially at the begmning,” notes the former
dancer for Disneyworld. “I hawven't slept more than six hours at a time since
Channing was ten months old  Some parents grow lax citing their careers
and marriages as priorities, but thewr children pay the price with worsening
symptoms. If [ could win the lottery, [ would buy a private jet and fly around
the world educating and tallsing to parents. A feeding tube iz not the hest al-
ternative.”

Flsing with Angel Flight was “100 percent a great experience,” Lanna
says. “Chatning was really good. She’d never heen on a plane hefore. The
pilots were great”




